Objective: To recommend how physicians can best respond to families whose hopes for a miracle via divine intervention influence their medical decisions, like, for example, making them not want to withdraw ventilatory support in cases of poor neurologic prognosis because they are still hoping for God to intervene.
INTRODUCTION
The award-winning short documentary film, Extremis (1), follows Dr. Jessica Zitter and her team through the intensive care unit (ICU) at Highland Hospital in Oakland, California as they seek to help families make medical decisions for their loved ones facing death. While Dr. Zitter originally set out to "be a hero" by "rescuing patients from the brink of death" (2), she was eventually forced to face the sad reality that when death is inevitable, blind medical heroism is anything but heroic. Dr. Zitter shares her epiphany through the following anecdote:
When I was a young attending I had been asked to put a large catheter in someone's neck. She was dying. And I went into lifesaving mode. Right before we were getting ready, I looked up and I saw this nurse in the doorway, and she looked at me locking eyes with me and said, 'Call the police. They're torturing a patient in the ICU.' My heart dropped into my stomach, and I realized, "Oh, my gosh, she's right. What I'm doing right now is not gonna help her. It's not gonna get rid of this disease that's killing her. And I don't wanna do that anymore (1).
While she still rescues patients from the brink of death, Zitter is now equally passionate about rescuing the dying from an unnecessarily drawn out, medicalized death that they may not have wanted. In the ICU environment, this often involves securing the family's agreement to turn off the ventilator that is breathing for the patient and allow nature to take its course. That is a difficult decision for many families to make. As the documentary conveys, it is especially difficult when the family is hoping for a miracle by divine intervention.
This hope in God for another sort of miracle when medicine has reached the end of its own miracle promises is perhaps one of the most challenging issues for physicians to negotiate with the families of dying patients. What is the physician to say?
Speaking to the brothers of a dying African American patient named Selena, Dr. Zitter invites them into her world by sharing how painful the situation is for her as a physician:
Every day people with very poor neurologic prognoses are attached permanently to machines, and, unfortunately, it's very hard, emotionally, for us physicians when we feel that we're taking a body and we're just keeping it alive when it's not really the person (1).
After hearing how his sister's subsistence on a breathing machine is affecting Dr. Zitter, one of Selena's brothers responds by returning the favor of vulnerability and invites Dr. Zitter into his world:
"But God has proven to me, miracles are miracles, and we're askin' him for one" (1).
Selena's brother was not the only member of this African American family hoping for a miracle. Dr. Zitter has a similar conversation with Selena's daughter who, like her uncle, is hoping for a miracle: "To me the whole situation is miraculous…so I'm always looking for another miracle" (1).
Meeting Selena's daughter on her own terms, Dr. Zitter assures her that the whole medical team is also hoping for a miracle. But Selena's daughter doesn't seem convinced.
Despite all her best efforts, Dr. Zitter's conversation with Selena's brothers and daughter still seems strained. It is almost as if Dr. Zitter is holding one end of a rope and Selena's brothers and daughter are holding the opposite end. In both of these conversations, Dr. Zitter seems to be doing everything she can to connect authentically with this family in sincerity. She is vulnerable and transparent about her own moral distress over artificially extending death, and she even meets them on their own terms by affirming their hope for a miracle. But somehow, the two parties still seem engaged in a tension-filled tug-of-war. Unfortunately, when healthcare decision making turns into a tug-of-war between physician and family, neither side wins.
In the case of Dr. Zitter and Selina's family, the documentary ends by stating that "Selena was surgically attached to the breathing machine" where she "regained periods of consciousness before passing away six months later" (1) . What may be more regrettable than the medical outcome (which is still subject to interpretation) is the lack of a therapeutic connection between doctor and family who, despite Dr. Zitter's valiant efforts, still seem like trains passing in the night. Is there anything more Dr. Zitter could have said or done to change the tenor of the conversation?
When medical science intersects with non-medical issues like patient/family religious beliefs, how are physicians to navigate these murky waters?
As a hospital chaplain, I have never been in a physician's position to make a medical case for a family to consider removing a ventilator and allowing a more natural death. However, countless families have asked me to pray for healing regardless of the odds, and I wonder if my journey of learning to pray for the impossible may shed some light on physician communication in this challenging context. Although a number of years have passed, I can still remember the first time I was asked to pray for a miracle in my chaplaincy internship at Duke University Hospital. That simple request was deeply troubling to me. I felt tremendous anxiety. I didn't have clarity on exactly why it was such a challenge in that moment, but I just knew that I felt a tremendous ambivalence about how to respond.
I remember doing a joint visit in the ICU with a divinity school student who didn't seem to share my ambivalence. While we were there, parents of a young man with late stage terminal cancer asked her to pray for a miracle, and she didn't seem to have any of that hesitation or anxiety/ambivalence that I felt; she just launched right in to a passionate, wholehearted prayer for their miracle. A part of me was jealous of her ability to respond so readily and sincerely. If the gold standard of health communication is person-centered care, wasn't that precisely what she was providing in that moment? There the parents were hoping in God for the impossible, and there she was, right with them, praying for that very miracle. A part of me thought, "Wow! That's beautiful. Nothing is holding her back from being with them right where they are."
Another part of me felt just the opposite; that part of me felt deeply cynical. I can still recall some of the words of her prayer. She said: "And God we just ask you to do what you do best, and that is provide health and healing! And we thank you in advance for what you will do and for what you are doing in this very moment!" I remember feeling a deep cynicism at that moment, thinking, "Well, if that's what God does best, then he's doing a really bad job here at Duke Hospital! He's either lazy, or he's unmotivated, or he just doesn't care, because people are praying for miracles and dying in here left and right."
My divinity school colleague's presumptive prayer made me not only cynical but morally distressed. I wanted to ask, "Wait a second, what is it that we are promising here, and how can we just make a declaration like that and waltz out of this hospital room as if everything's going to be fine?" As if we know our prayer had been meaningful in the way that it was intended. On the contrary, we know that in most cases in these situations, God does not do what we just said he does best. I continued to be bothered by that experience, as I struggled to reconcile my admiration with my cynicism and moral distress. It seemed to me that there was something so right and something so wrong about that prayer.
While perhaps under-represented in 21 st century hospitals, my divinity school colleague was not alone in approaching prayer for unlikely outcomes with a disconcerting assumption of their likelihood. Furniss (3) articulated a similar approach. Working as a hospital chaplain at the time, Furniss counseled patients to pray once for their own physical healing, and then revert to "giving thanks in faith for the [physical] healing that is [already] happening" since "Jesus says, 'Ask and you shall receive'" (3). Furniss did qualify his recommendations for healing prayer, conceding that, "Where advanced age is present or the will to live is gone, I do not think it is necessary for us to engage in healing prayer" (3) .
But, what is the threshold for "advanced age?" And what does this mean for cases where advanced age is not present or the will to live is not gone? Are we to assume that earnest prayer will usually overcome terminal illness for the young and/or hopeful? As a chaplain who sees death on a regular basis at a pediatric hospital, it is an understatement to say that I would not feel comfortable counseling children and families facing a grim prognosis that they should simply pray for physical healing and then assume a successful outcome. 1 Jesus himself prayed "let this cup pass from me" but he did not conclude the prayer with an assumption that the cup was already passing, and indeed...the cup did not pass.
Returning to my early recollection of peer responses to families hoping for a miracle, I remember another occasion that made a lasting impression on me. One of my chaplain-in-training colleagues shared in group/class that he was asked to pray for a miracle earlier that day in a case where a wife and daughter did not want to let go of their dying 72-year-old husband/father with multiple co-morbidities. My colleague reported that he had to tell the family that praying for miracles wasn't something he could do because it didn't fit with his beliefs. Instead, he offered to journey with them in their suffering and help them to prepare for a good death.
Once again, I experienced a story about prayer for miraculous healing with ambivalence. But this time, a part of me really admired my colleague for facing the most likely reality of their situation, being honest about it, and being willing and able to walk down that path with them. At the same time, another part of me was deeply saddened. If our goal is person-centered care, my colleague had provided the opposite. A family had asked him from the depths of their heart for what they most yearned for, but he dismissed their request as something too incompatible with his beliefs. It seemed to me then-and seems to me still-that the family's request should not be so quickly dismissed. How could he just opt out of meeting people where they were and bringing their hopes to God? His inability to do that made me wonder if they felt comfortable enough with him to consider his counter-offer. Even if they had at least appeared to accept it, could their acceptance have been genuine? My chaplain colleague was not alone in rejecting a family's request to pray for a miracle. Jones (4) relates a similar experience from his early chaplaincy days. Jones tells the story of being asked by grief-stricken parents to pray for a miracle for their young daughter who was dying in a pediatric ICU:
A prayer was all that they had left, just a simple prayer for a miracle that their daughter would be healed and live. It was not too much to ask. But I could not pray for healing that night. See, I knew too much; or at least I thought I did at the time (4).
At the time, Jones saw the family's hope for an unlikely miracle as an intellectual impasse. But in hindsight, Jones sees his inability to petition God for the parents' request as a form of emotional avoidance on his part: I could have prayed for a lot of things that night, but not for healing. It was better and safer to be theologically correct than to feel the depths of all the pain. It was easier to be theologically rigid than to admit to my helplessness. I was more interested in helping the parents through their denial and on toward acceptance. I knew my Kübler-Ross. I was learning clinical theory. My theology and interventional theory may have been right, but they were everso empty (4). Jones summarizes his emotional shortcoming as a failure of compassion.
Not long ago, I found a journal entry from the time period when I was contemplating the two extremes I had observed in my colleagues and trying to pinpoint where I fit on the spectrum constituted by their divergent approaches. Several other chaplains I spoke with shared one or the other of their perspectives or offered approaches that I also found unsatisfactory. One said that he felt pressure from the medical team to "deal with" these people, but he had no idea how to respond. Another said that she had developed language that allowed her to sound like she was praying for a miracle, even though that's not really what she was praying for, so that she could appease people without offending them. That approach felt disingenuous to me.
Agonizing about where I stood on the spectrum of responses I had observed, especially in light of my relatively recent conversion to Eastern Orthodoxy, I found myself praying my way into a particular prayer that synthesized pieces I admired about what I observed and what I struggled with in those two initial divergent approaches. One of my colleagues fully joined with the family in their hopes for the impossible. My other colleague fully faced the painful reality that the family was likely to encounter and offered to walk that difficult path with them. In both approaches, I saw a valiant response to a communication challenge, and I sought to somehow appropriate the good I saw in each approach.
In hindsight, what I think I struggled with in each response was its seeming need for an air of certainty that made me feel uncomfortable given the profound uncertainty characterized by the divergence between hope and expectation that seemed to define the situation. Like my divinity school colleague, I endeavored to whole-heartedly enter into the family's hopes for a miracle, no matter how unlikely, and partner with them in bringing that request to God in earnest. At first, this was not easy, but it still felt right. I think part of my challenge was a battle between my heart and my head. We tell ourselves intellectually that it isn't fair to the family to fan the flames of false hope, as if we are incapable of creative, nuanced, and transparent communication. But I wonder if that isn't our own excuse for not wanting to enter into that helpless space of painfully divergent hopes and expectations with them. True communicative joining is painful; it requires "com"-"passion" where "com" means "with" and "passion" means "suffering." Suffering with and being with suffering. As Jones confessed above, it "was better and safer" and "easier" to be "correct" and "rigid" and hold the family at arm's length by refusing to pray for a miracle rather than to "feel the depths of all the pain" and to "admit my helplessness," which are prerequisites for joining them in crying out to God for the impossible.
Over time, I became surprisingly comfortable with suspending my calculations, embracing uncertainty, and trying to fully join the family in their hopes and offer those hopes up to God together with them. I found deep meaning in being with them right there in that space. And instead of wondering what kind of unrealistic expectations I may be creating by joining with them in their hopes, I harnessed the honesty and transparency that I admired in my chaplaincy training colleague who couldn't bring himself to pray for a miracle, and I deliberately faced the uncertainty of the situation in the prayer itself rather than wrapping a neat little assumptive bow around everything and ending the prayer triumphantly, or even expectantly, as if the miracle was a forgone conclusion. For example, I named the reality that, far from assumptively claiming a positive outcome, what we are really doing in praying for a miracle is simply crying out to God as little children do to their parents, "lifting up" our hopes and cares and desires without calculation or pretense, and "laying them down at [his] feet" (5) . In praying for a little child to overcome a destructive brain tumor, I became a little child too and joined together with her parents as fellow children before the almighty God, lifting up their hopes with feebleness and fragility.
As a further effort to sincerely honor hope without creating false expectation, in addition to naming our child-like posture in prayer, I began to more directly acknowledge the uncertainty of the situation in the prayer itself. In praying for a 58-year-old woman waiting in the transplant queue, troubled by the paradox that in hoping for a healthy heart to become available for her, she was effectively hoping for another healthy person to tragically die, I transparently named the uncertainty and ambivalence of the situation in the prayer, praying, "We have no idea what happens when we pray this prayer" (5) . Rather than ending with the focus on uncertainty or some false assertion of certainty about the corporeal, I ended these prayers with a focus on what we can know through spiritual experience-that God is always near to us, knowing our torment, and taking our torment into his heart; he was in the room, together with us, suffering with us and loving us. And even when God allows death, we can still affirm that death is not only an end to life on this earth; death is also a new beginning for eternal life in the presence of God.
Finding my way to this prayer transformed my experience of prayer requests for miraculous recovery from utter terror to deep meaning. I felt that closeness that I was jealous of in the divinity student's prayer, that feeling of being right there with the family. But I felt no concern about creating false expectations. Acknowledging the reality of uncertainty achieved the intellectual honesty that I respected in my other chaplain colleague. I was able to enter authentically into the family's journey, to take this journey together. I sincerely hoped for their miracle. But if (as was most likely) the miracle was not to be, we could continue to express both our hopes and uncertainties and discover meaning together along the way.
Prayer that acknowledged the family's heartfelt desire, the reality of uncertainty, and the certain presence of God's loving embrace in this moment brought tremendous meaning to an otherwise desperate, impossible situation. I went from a sort of torture to deep joy in these encounters. And I noticed at the end of these prayers that there was often an emotional release. Even when the tears were accompanied by silence, those tears seemed to signify that permission was granted to hold on to hopes, and acknowledge fears, and feel pain all at once rather than having to choose just one emotion in exclusion of the others. In bringing all of these raw emotions to God, as the Psalmist did, there is a sort of naked authenticity that brings peace. Another thing I noticed was that, in situations where different members of the family disagreed on whether or not to remove the ventilator and whether or not to hope in God for a miracle, both parties would come to me individually and thank me for the prayer, saying that it was exactly what was needed. Here, too, there was a coming together in hope and uncertainty rather than taking sides.
This experience of feuding family members coming together over prayer makes me wonder if the kind of nuanced prayer I developed may be useful for physicians conducting "goals of care" conversations with families who are hoping for a miracle through divine intervention. What are the key takeaways from chaplaincy experience in this context, and how might they apply to physician communication?
The first obvious lesson begins with a simple acknowledgement that responding to families hoping against all odds for a miracle via divine intervention is a complex communication challenge that requires a thoughtful, intentional response. While the challenge is real, it is also surmountable through caring, creative, and transparent communication. In sharing my story, I do not claim to offer an unprecedented spiritual intervention. I am certainly not the first chaplain to deepen my embrace of uncertainty and capacity for compassion by discovering that it is possible to sincerely hope and pray for the impossible while still facing the reality that it is unlikely. Gardner's account (6) of "A day in the life of a Mayo chaplain" is evidence enough that my general conclusions, while perhaps not the same as every other chaplain who has struggled in this context, are not unique to me. Gardner's description of her practice includes both an earnest 2 prayer for miracles and a clearly articulated embrace of uncertainty, naming the difference between a hope/prayer and a promise.
The second lesson learned from chaplaincy experience is that thinking you know too much to compassionately engage another's hopes may be an intellectual ruse concealing emotional avoidance. While this communication challenge can first mask itself as an intellectual impasse, 3 it has the potential to unfold into an emotional opportunity for a clinician to discover within him/herself a deeper level of compassionate communication in this critical healthcare context. 4 If the ruse of an intellectual impasse can get in the way of a breakthrough in compassionate communication for healthcare chaplains, how much more for physicians who are seldom heavily trained in the emotional dynamics of communication?
But why are we turning the focus to physicians? Isn't this properly the chaplains' domain? Yes and no. While the spiritual realm may technically be the chaplains' domain, it is important to remember the clinical reality that it is the physicians who face the communication challenge created by the conflict between miracle hopes and medical limitations more often and more directly than anyone else. Because "goals of care" conversations unavoidably revolve around complex medical science, it is the physicians who spearhead these conversations. And because the purpose of this health communication is to discern the proper "goals of care," it is the physicians who encounter head-on the families whose medical decisions are influenced by their hopes for a miracle through divine intervention.
When a family's hope for a miracle colors their response to a terminal prognosis and makes them resistant to physician recommendations for the withdrawal of aggressive measures, might prayer in that moment be helpful? Because I am suggesting a "point-of-care" prayer offered by the physician as part of the "goals of care" conversation, obvious challenges to this possibility come to mind. What if, as is often the case with so few chaplains in the hospital, no chaplain is present at that moment? Many physicians, regardless of their spiritual commitments, wouldn't feel comfortable performing the prayer, even if they were given a text to read. This is a serious issue that would have to be worked out, but the advance of modern medicine is never halted by a challenge. Could communication technology be used to bridge this gap?
In raising the issue of physician-provided prayer, I am only marginally building upon a physician communication protocol already in existence. Physicians Thomas J. Smith and Joann Bodurtha at Johns Hopkins collaborated with Chaplain Rhonda S. Cooper and Nurse Anna Ferguson who had presented at medical rounds on their communication protocol for clinicians to use in response to families hoping for a miracle when confronted with the limits of medical intervention to prolong life (7). The "'AMEN' protocol" is an acronym that stands for "affirm, meet, educate, no matter what." Here is the protocol in brief:
• Affirm the patient's belief. Validate his or her position: "Ms. X, I am hopeful, too." • Meet the patient or family member where they are: "I join you in hoping (or praying) for a miracle." • Educate from your role as a medical provider: "And I want to speak to you about some medical issues."
• No matter what; assure the patient and family you are committed to them: "No matter family's suffering by staying respectfully present for a momentary prayer in hope that the family will benefit from their emotional support.
A review of palliative care issues identified by patients emphasizes the importance of religious support for African American patients and stresses that patient needs should dictate suitable interventions (10) . While palliative specialists deliver specialty palliative care, this intervention falls under the umbrella of primary palliative care, which is also the responsibility of nonpalliative specialists. In short, if the "AMEN" communication protocol for providers responding to miracle-hoping families included an actual "amen," I believe, as the old church saying goes, "all God's people [would say] 'Amen.'" A closing anecdote: Several years ago, after delivering a presentation on the paradox of "false hope" at an academic medical center, I was approached afterwards by a palliative care social worker who relayed a salient story. The previous week, she recalled debriefing with a physician who vented his frustration coming out of a "goals of care" conversation, stating with notable dismay, "the family is just fixated on their miracle." When the medical team later returned for their next conversation with the family, the social worker brought the chaplain along and began the conversation by asking the chaplain to offer a prayer. Immediately after the prayer, the family raised their gaze to meet the physician and, to his great surprise, expressed their readiness to withdraw the ventilator. "All they wanted," exclaimed the social worker, "was a prayer."
What may first seem like an irreconcilable conflict between science and religion does not need to be reduced to an exclusively intellectual impasse. I believe that caring communication can transform seemingly irreconcilable differences into surprisingly meaningful alliances. This does not mean that prayer will always produce a magical agreement between the physician and the family on the proper goals of care. Nevertheless, is there any harm in replacing emotional avoidance with compassionate communication and seeing where it might lead? is respecting both their culture and, in many cases, their ethnicity. Like providing language interpretation services, it may be yet another form of speaking their language. Perhaps it is no accident that the documentary video scenes referenced in the introduction to this article depicted a white doctor struggling to speak a black family's spiritual language. Is our present, prevalent failure to provide point-of-care intercessory prayer for families hoping for a miracle an unintentional form of racial and ethnocultural discrimination?
